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Introduction: The number of people suffering from dementia will increase dramatically in 
the future, and this will be a great challenge and concern for health care services. It is assumed 
that volunteers will strengthen community health care services more in the future than they 
do today.
Aim: The aim of this study was to elucidate lived experiences of working as a volunteer in an 
activity center with adapted activities for home-dwelling people with early stage dementia.
Methods: Qualitative interviews were implemented in a group of nine female volunteers from 
an activity center in southern Norway. The interviews were recorded, transcribed verbatim, and 
analyzed with a descriptive phenomenological method. 
Results: Volunteering in an activity center for home-dwelling people with early stage dementia 
was reported to provide experiences of being useful and feeling satisfied with performing a 
good job. It was an advantage for the volunteers to have had experiences from life in general, but 
also as a health professional or as being the next of kin of a dementia sufferer. It was important 
for the volunteers to focus on the dementia sufferer and show caring behavior, and interaction 
with and the appreciation of the health care professionals were also important. The volunteers 
were motivated by being able to have influence and participate in the planning of the work, 
to be a part of the social setting, and to learn. However, for some volunteers it was difficult to 
adjust to an appropriate role.
Conclusion: In order to promote volunteering in a caring context, mutual trust and freedom 
should be emphasized. Being conscious of important volunteer characteristics like their experi-
ences, knowledge, and caring behavior, as well as a focus on the staff showing appreciation and 
providing feedback, may be the difference between success and failure.
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Introduction
It is expected that the number of people suffering from dementia will increase 
  dramatically in the future. This will be a challenge, and is a great concern for health care 
services. Day care and residential living for people with dementia will be expensive as 
the number of sufferers increases.1 Therefore, it is of importance that governments and 
policymakers have a plan and strategy for being able to meet this future demand.
Anticipated challenges will include a shortage of staff and a lack of centers offer-
ing a social meeting place for people with dementia who live at home – these centers 
will be important for providing them with activities and meeting their psychosocial 
needs and should also provide relief for spouses and next of kin. To meet these needs 
and demands, it will be important to develop centers that can coordinate voluntary 
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work to support the work of health care services.2   According 
to Fratiglioni et al,3 social networks are important in the 
prevention of dementia. Therefore, a center staffed by both 
professionals and volunteers that could offer home-dwelling 
people with dementia an opportunity for activities and psy-
chosocial support would be expected to provide benefits both 
for the individual and the community.
“Volunteering” is defined as activities in which time 
is given freely to benefit another individual, group, or 
  organization. Furthermore, volunteering is part of a cluster 
of helping behaviors that entail more commitment than 
spontaneous help or assistance, but differ from informal care 
provided, for example, within the family or among friends.4 
Volunteer work is often considered to be beneficial to the 
volunteers and it has been shown that it enhances their well-
being4,5 and also that people with greater well-being invest 
more time in volunteer service.5
To a great extent, volunteering is related to member-
ships in various types of associations and is often   associated 
with age and other background factors. Three types of 
  volunteering were identified in a study6 with data from 
17 developed countries and 31 developing and ex-communist 
societies: (1) environmental, peace, third world, welfare, and 
health; (2) political parties, local, women, and labor unions; 
and (3) religion, youth, sports, professional, and cultural. 
  Societies that have a strong emphasis on self-expression and 
not primarily on survival rank highly on all three types of 
volunteering and economic development tends to produce 
increasing levels of volunteering.6
Data on volunteering in the care of dementia sufferers 
within the health care sector appear to originate mostly 
from studies carried out in the Western world. A study from 
South Carolina7 regarding social model programs for adults 
with Alzheimer’s disease revealed results from programs 
provided by volunteers. The offered activities were intended 
to be meaningful, respectful, and appropriate for the clients. 
Examples of activities, which were evaluated to be in line 
with the clients’ preferences, included games, exercise, 
music, and reminiscence work, and also pet therapy. The 
volunteers could perform many of these activities and also 
help with preparing lunch, transporting clients, and being 
“friends” with the clients. A literature review by Eggermont 
and Scherder8 showed, among other things, that an exercise 
program for people with dementia, performed several times a 
week, may have positive effects on affective behavior, sleep, 
and functional ability. Participating in an exercise program 
for people with Alzheimer’s disease, led by college students, 
was shown to provide benefits, including physical fitness, 
slower cognitive decline, and mood improvement. In addition, 
using students to deliver such an exercise program was found 
to be successful with regards to transportation, one-on-one 
supervision, and motivational support.9
Many volunteers can feel fear when facing people 
with Alzheimer’s disease and this highlights the need for 
  educational programs for volunteers who work among 
people suffering from dementia.10 Kelsey and Laditka7 
found that social programs for people with Alzheimer’s 
disease,   provided by both professionals and volunteers who 
were trained to encounter people with dementia, could offer 
best practices regarding the clients’ activity preferences. 
Furthermore, it has been found that collaboration between 
professionals and volunteers can result in mutual support and 
team strengthening for those involved.11
Voluntary work within health care services is not very 
common in the Nordic countries12 and, therefore, research 
regarding volunteers in dementia care is also rare. To our 
knowledge, no studies have been performed in Norway 
that describe the experiences of volunteers working with 
physical and social activities among dementia sufferers. 
The current research into volunteering in dementia care 
is therefore expected to be of considerable importance, 
especially given that it is anticipated that volunteers will be 
important for the strengthening of community health care 
services in the future.
Aim
The aim of this study was to elucidate lived experiences of 
working as a volunteer in an activity center with adapted 
activities for home-dwelling people with early stage 
dementia.
The research question was: What is the phenomenon 
“volunteering” as narrated by volunteers working in an 




In order to study and describe the phenomenon of volunteering 
in dementia care, a descriptive phenomenological approach 
was chosen, with interviews of volunteers. Phenomenology as 
a philosophy seeks to understand a phenomenon that can be 
experienced from the perspective of a conscious person who 
is undergoing the experience. Thus, a “phenomenon” is con-
sidered to be that which is present to the consciousness.13
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Informants
Volunteers working in a new activity center in southern 
Norway were invited to participate in the study. The   activity 
center offered adapted physical and social activities for 
home-dwelling people with early stage dementia. To recruit 
volunteers, the activity center was promoted in the local 
newspaper. Those who volunteered at the activity center were 
not members of any association, and freely participated as 
people with an interest in the care of people with dementia. 
They worked with professionals with specific competence in 
caring for people with dementia. The volunteers participated 
in a range of tasks with the individuals with early stage 
dementia, including doing exercises, performing games and 
sports, seeing movies, talking, drinking coffee, and singing 
together. The volunteers also prepared meals, but this was 
not performed together with the dementia sufferers.
When the volunteers started to work at the activity center 
they were informed about dementia. They were followed up 
continuously by an appointed person in the activity center 
and were also regularly invited to information meetings, 
meetings for planning their activities in the following month, 
and lessons about dementia.
Only active volunteers at the activity center were eligible 
for participating in the study and twelve people (all of whom 
were women) met this criterion. They were verbally informed 
about the study by the leader of the activity center and were 
also given written information together with a written request 
to participate. Three of the eligible volunteers chose not to 
participate in the study, while the remaining nine agreed to 
participate and supplied a signed consent form to one of the 
authors (BL). The nine informants were women with differ-
ent professional backgrounds. Their ages ranged between 
53 and 77 years, and they had been volunteers in the activ-
ity center between 6 and 8 months. Eight of them had had 
earlier experiences of voluntary work in different areas such 
as church, school, sport, or welfare and health. Two had had 
experiences of a relative having dementia. Characteristics of 
the informants are shown in Table 1.
The interviews
The informants were contacted and interview appointments 
were made, with all interviews performed in the activity 
center by two of the authors (BL and LA) between April and 
June 2011. Informants were encouraged to narrate one situa-
tion they had experienced as successful and one   situation they 
had experienced as not successful when working with the 
dementia sufferers in the activity center. Follow-up   questions 
were used for clarification and elaboration, such as: “Can you 
tell me more about that?,” “What did you mean?,” “How did 
you think about that?,” and “What did it mean for you?” The 
interviews lasted up to 60 minutes. They were recorded and 
transcribed verbatim.
Data analysis
The interview text was analyzed by a descriptive phenom-
enological research method according to Giorgi’s steps of 
analysis:13
1.  Read for sense of the whole. The interview text was read 
with a phenomenological scientific reduction to obtain a 
general understanding of the entire description.
2.  Determination of meaning units. The text was demar-
cated into meaning units – that is, the transcribed text 
was marked each time there was a significant shift in 
meaning.
3.  Transformation of the informant’s natural attitude expres-
sions into the language of health science. Each meaning 
unit, expressed in the informant’s own words, was trans-
formed, that is, expressed in language revelatory of the 
health science aspect of the lived-through experience 
with respect to the phenomenon studied. By a phenom-
enological   procedure of free imaginative variation, these 
transformed meaning units were then synthesized into a 
consistent statement (a situated structure) about volun-
teering. This step is illustrated in Table 2.
4.  Writing a general structure. This was done by condensing 
all situated structures from the interviews into a general 
structure that was meant to depict the lived experience 
of the studied phenomenon in the study group. Lived 
meanings are based on an individual experience, but get 
expressed eidetically (ie, in a general way).
The findings of the study are presented as one general struc-
ture of the studied phenomenon and six invariant themes.
Table 1 Characteristics of the informants
Informants Age (years) Prior role Current role
1 53 Childcare worker Waitress
2 77 Home economics  
teacher
Retired
3 71 Specialist nurse Retired
4 72 Office clerk Retired
5 73 Physician Retired
6 60 Manager Manager
7 69 Specialist nurse Retired
8 67 Office clerk Retired
9 74 Childcare worker Retired
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Ethical considerations
The researchers were guided by ethical standard principles14 
and the intentions of the Declaration of Helsinki15 when 
they designed and performed the study. Confidentiality was 
assured and the informants had the opportunity to withdraw 
without declaring their reasons. Since no questions were 
asked in the interviews about the informants’ own health 
status or about the health status of the people with dementia, 
there was no obligation in Norway to get approval from an 
ethical committee. The study was, however, reported to the 
Norwegian Social Science Data Services (Ref 26035) to 
confirm the correct handling and storage of collected data.
Results
General description of volunteering
Volunteering in an activity center for home-dwelling people 
with early stage dementia was reported to provide experi-
ences of being useful and feeling satisfied with performing a 
good job. It was an advantage for the volunteers to have had 
experiences from life in general, but also as a health profes-
sional or as being the next of kin of a dementia sufferer. 
It was important for the volunteers to focus on the dementia 
sufferer and show caring behavior, and interaction with and 
the appreciation of the health care professionals were also 
important. The volunteers were motivated by being able to 
have influence and participate in the planning of the work, to 
be a part of the social setting, and to learn. However, for some 
volunteers it was difficult to adjust to an appropriate role.
Being useful and feeling satisfied
The volunteers had the feeling that they were of help to the 
people with dementia and had positive experiences when they 
interacted with them in the activity center or in connection 
with different outdoor activities such as games, sports, and 
walking. That they performed a good job was acknowledged 
Table 2 Examples of the transformation of the informant’s natural attitude expressions into the language of health science
Interview text demarcated into a meaning unit Transformation of the meaning unit Themes
“Now I have some experience from the coordination center for voluntary 
services, because I have been active there for 10–12 years … Yes, I have  
some experience of what it means … We volunteers, yes and others,  
too, of course, should help them [the dementia sufferers] to keep their  
self-respect, as I see it. I think all shall take them seriously when they are  
asking something and you shall expect to get a proper answer on the  
question you have”
Volunteers with experience from voluntary  
work should help the dementia sufferers to 
keep their self-respect. All of them should  
be expected to be encountered seriously
Prior experiences
“I try to be conscious about not to put words in the mouth of them  
[the dementia sufferers], and we have had training in the activity center  
about how we shall handle and behave, so we do not override them by  
putting words in the mouth on them or push them to answer”
She tries to be conscious about not putting  
words in the mouths of the dementia  
sufferers or pushing them to answer
Caring behavior
by expressions of gratitude or a personal positive response 
from the target people, who also could show confidence 
in the volunteers. As a result, the volunteers perceived that 
their volunteering filled a need and they felt committed to 
the community work.
Furthermore, the volunteers felt that they did a good 
job and expressed feelings of satisfaction. It was a positive 
experience to be able to give something to other people, and 
the volunteers felt that they got back more than they gave. 
As a result of volunteering, life was experienced as more 
  meaningful, and feeling useful and doing meaningful things 
resulted in a sensation of well-being. Moreover, when the 
people with dementia were satisfied, the volunteers were 
satisfied, too.
Prior experiences
When volunteers met people with dementia in the activity 
center it was considered valuable if those volunteers had had 
different life experiences, some experience with other volun-
tary work, or if they had a family member with dementia. This 
could make it easier to help those suffering from dementia 
keep their self-respect as it meant that volunteers would take 
them seriously. People who had been health professionals or 
who had experiences, interest, or knowledge of the care of 
older people – especially individuals with dementia – were 
more inclined to become volunteers in the activity center. The 
skills gained from such experiences were important to feeling 
safe in the role, especially when talking about dementia to 
the family of those suffering from the disease.
Caring behavior
A goal for the volunteers was to encounter the people with 
dementia as they themselves wanted to be met. The   volunteers 
reported that they felt they should speak to the people, not 
put words in their mouths, and not push them to answer 
questions. The focus should be on the dementia sufferer, and 
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the volunteers should not give themselves a place of honor. It 
was also important for the volunteer to be nice and friendly, 
a listener, and calm, but also to be able to give a hug. The 
volunteers wanted to create a pleasant atmosphere and ensure 
that the people with dementia in the center had a good day 
and that they felt safe and looked after. There was a scheduled 
program of meaningful activities that both   volunteers and 
dementia sufferers participated in. The volunteers prepared 
meals without any assistance from the dementia sufferers. 
Besides the organized activities,   the volunteers found it 
important to sit with the dementia sufferers, enjoying their 
company, and to talk with them as they would with anyone 
else (doing this around a table in connection to meals, for 
example). Talking face to face with an individual was also 
considered to be important. Group and one-on-one conver-
sations were believed to produce good social manners and 
demonstrate that the dementia sufferer was being treated with 
respect. It was also mentioned that the volunteer had to be 
aware of the “chemistry” between the dementia sufferers and 
themselves, and ensure that their relationship was good. If 
the chemistry was not good,   the volunteers felt that it would 
be better not to have a one-on-one conversation.
Interaction with and appreciation from the staff
A major positive experience of being a volunteer in the 
activity center was meeting with people with dementia. 
Additionally, being seen, heard, and affirmed by the staff at 
the center was also important. The volunteers felt welcome 
when they arrived at the center because the staff had a 
positive attitude toward them. Furthermore, the staff were 
generous in their praise of volunteers, which resulted in the 
volunteers feeling that they had had satisfying days at the 
center. The staff were acknowledged by the volunteers to be 
good leaders and professionals. Interactions between the staff 
and volunteers were good, with the staff providing informa-
tion, as well as advice and support that further motivated the 
volunteers. The staff were also acknowledged as being good 
at celebrating memorable days and occasions, which made 
the days pleasant for the dementia sufferers.
Motivating circumstances
It was motivating for the volunteers to be invited to partici-
pate in meetings that were arranged for the volunteers once a 
month. In these meetings, they had the opportunity to influ-
ence their own working plan and reported that the staff were 
flexible and that their own needs were met. The social aspect 
of volunteering was another motivating factor – the volunteers 
reported that working together was a positive experience and 
it was useful to exchange experiences. It was also positive that 
they were invited to courses and seminars, and were given 
the opportunity to learn more about dementia and what it is 
like to live with such a disease.
Difficulties in adjusting to the role
One of the volunteers gradually realized that she did not have 
the personal resources to work with this particular target 
group, reporting that to be a volunteer she had to possess a 
resource “inside” herself, and since she felt sadness when 
she saw the people with dementia, their spouses, and their 
struggles, she could not find the inner strength that she felt 
she needed to do the work. She could not avoid thinking of the 
people with dementia when she was at home, so she decided 
to give up working as a volunteer in the activity center.
The volunteers also found it difficult to perform some 
tasks, such as doing everything necessary to cook dinner 
without any assistance. It was sometimes the case that only 
one volunteer was available to work in the kitchen, which 
meant that this one person found it hard to do a good job, 
and, as a result, they felt that there was a need for more 
volunteers.
Despite the fact that having experience as a health care 
professional was considered valuable when doing some 
tasks as a volunteer in the center, this experience was also 
found to have its disadvantages. Volunteers who were for-
mer health care professionals found that they did not have 
other professional colleagues or a paid role. This meant that 
these volunteers had professional knowledge that they were 
providing for free and were aware that some of the other 
volunteers did not all have the resources necessary to be a 
volunteer for people with dementia. Some volunteers with 
this background found it difficult to adjust to an appropriate 
role as a volunteer.
Discussion
The aim of this study was to elucidate lived experiences 
of working as a volunteer in an activity center with adapted 
activities for home-dwelling people with early stage 
dementia.
Overall, the informants reported that their experience of 
being volunteers in an activity center for people with early 
stage dementia was positive. They felt that there was a need for 
their voluntary contribution and, as a result, were committed in 
this type of community work. Life became more meaningful 
when they helped those who were less fortunate and, by giving 
something to the dementia sufferers, they got much more back. 
These seem to be motivating factors that are grounded in trust. 
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They met individuals with dementia and treated them as they 
themselves would like to be treated, that is, according to the 
golden rule.16 This could be expressed according to Sartre17 in 
a phenomenological way – that is, the volunteers were seen and 
to some extent affirmed by the people with dementia, and their 
being-for-others depended on the values and situations of the 
dementia sufferers, that is, on their freedom.17 The individuals 
with dementia promoted an awareness among the volunteers 
that they were objects for others. Although the people with 
dementia may have had less freedom than the volunteers, 
because of their disease, the volunteers were dependent on the 
freedom of the dementia sufferers, and they were constituted 
as volunteers for the individuals with dementia.17,18 Being, 
seen as a fundamental, motivating, and critical issue, was also 
reflected in the interaction with and appreciation from the staff. 
The volunteers’ being was dependent on the essential being 
of the others, that is, the people with dementia and also the 
staff. Being-for-others appeared to be a condition for being-
for-myself for the volunteers.17
Volunteering gave the volunteers’ lives meaning and 
contributed to their identity, a finding that is consistent with 
the results of a study by Warburton and McLaughlin20 on 
older women as informal volunteers. Their informal   caring 
provided them with many benefits, such as a personal strong 
role identity as aging caregivers, as well as helping the com-
munities to be healthier and better to live in. This is also 
emphasized in other studies that show that volunteering 
enhances well-being, health, self-esteem, and life satisfac-
tion4,5 for the volunteers. It has been shown that volunteering 
is even associated with delayed mortality in older people.19
It was obvious in this study that professional caregivers 
had some difficulties in adapting to the role of volunteer. 
Professional knowledge, health care ethics, routines, and 
  rituals in the health care sector and other issues may have 
been serious obstacles preventing former health care profes-
sionals taking on volunteer roles that in some ways were 
subordinate. In order to take advantage of these volunteers’ 
knowledge and skills, staff should speak with volunteers 
and provide personal evaluations, and try to connect them 
more closely to the services in the activity center. A better 
understanding of volunteer characteristics and motivations 
will promote a more successful relationship between volun-
teers and staff11 and one of these important characteristics 
is having had a former professional role. If volunteering 
is to be a productive activity for aging people, attention 
needs to be paid to well-known barriers21 such as volunteer 
work that is considered boring or an ineffective use of the 
  volunteers’ skills and experiences. Since even people who 
are used to being around people with dementia may find it 
very difficult to work with people with the disease, it should 
be recommended that all volunteers receive proper training. 
In the present study, the volunteers were offered lessons 
about dementia, communication, coping, grief, and loss, as 
well as access to resources in the municipality related to the 
disease. However, it could be argued that the volunteer’s 
attitude and personal qualities may be more important than 
knowledge and skills.22
As reported in the study by Warburton and McLaughlin,20 
all informants in this study were women, and caring behaviors 
were a focus. The present study is limited in that no male 
volunteers were included, thus the volunteers’ experiences 
may have been narrated differently if informants from both 
sexes had participated.
The rigor of this study is reflected in the systematic 
implementation of a descriptive phenomenological   method.13 
In the analyses, previous knowledge and theories about 
the phenomenon in focus were bracketed. Although this 
phenomenological reduction is almost impossible to fully 
implement, because we are human beings in the world with 
all its influences,23 we have tried to be conscious of it.
By using a phenomenological research method grounded 
in phenomenological philosophy,13 searching for key aspects 
of the phenomenon in focus, and applying the phenomeno-
logical reduction, the basis for validity in a phenomenological 
sense is present. The same meanings occurred consistently 
in the different interviews, so reliability of the findings was 
also obtained.24
The informants were considered to have sufficient expe-
riences as volunteers in the activity center for people with 
early stage dementia to deliver varied and rich narratives of 
volunteering. This also means that the informants provided 
highly credible data. The general description of volunteering 
in this context should not be considered as complete, partly 
because possible male experiences of the phenomenon may 
be lacking. Nevertheless, it seems reasonable to transfer the 
findings to similar contexts.
“Volunteering” is a term that embraces many quite dispa-
rate activities4 and the phenomenon has been studied within 
various scientific traditions. It has been considered to be 
important for the development of cohesion and democracy 
in civilized societies.25 It is important to study volunteering 
within the health and caring sciences and, especially, to see 
it in a lifeworld perspective. There are already a number of 
subjectivist and behaviorist theories that attempt to explain 
volunteering,4 and many rigorous quantitative studies4,25 
describe the phenomenon, its constituents, and influences. 
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However, to let people narrate their lived experiences of 
the phenomenon in a special context in their own words 
may contribute with new knowledge. This knowledge can 
then be transferred to other similar settings and also further 
elaborated.
In conclusion, the lived experience of volunteering in 
an activity center for home-dwelling people with early 
stage dementia as narrated by the nine women in this study 
was a phenomenon with both positive and negative sides. 
  Volunteering reflected relational aspects of being together, 
practical views, and freedom, and was a phenomenon 
experienced in relation to the whole context and not only 
to the group of individuals with early stage dementia. 
Mutual trust and freedom should be emphasized to promote 
volunteering in a caring context. A conscious approach to 
important   volunteer characteristics, like their experiences, 
knowledge, and caring behavior, as well as a focus on the 
staff showing appreciation and providing feedback, may be 
the difference between success and failure. Further research 
is needed and this should focus on gender aspects as well 
as the dementia sufferers’ and their next of kin’s views of 
the phenomenon.
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